y title comes from an essay by Anne Nielsen about hoarding money and food, but never joy. The story behind the title goes back to the Second World War, tough times, when things like butter and sugar were rationed and joy often flickered low. And what would Anne's grandmother do on a cold night when they sat before the hearth and their spirits were about as low as the flames in the dying coals? She would dip into her sugar bowl and toss a handful of the precious rationed crystals onto the faintly glowing coals. The room for a moment would blaze with color and light, and Anne and her grandmother would laugh with fiendish delight (1) .
The moral of the story? A moment's freedom from the drudgery and gloom of struggling to make ends meet, to break even, a moment of ecstasy, however modest and fleeting, is worth the diversion of a limited resource from its strictly intended purpose -sugar is for sweetening food, not for the enlivening of dying fires -is worth the wastage, cool reason would say, the profligate wastage, of one's own precious and rationed resources.
I thought of Anne, her grandmother, the sugar, arid the dying fire the other day when I was called into hospital to discuss the difficult situation of a young man with AIDS. His body is not quite ready to die, but he is. Death for him is so long overdue, now that he can no longer move about by himself, now that his vision is going, that he wants help to die quickly. His spirits are low, his energy is down to a whisper, he can't even bear to listen to his beloved music, for nothing gives him the slightest joy any more. Well, almost nothing. His face lit up and he laughed, for one moment in forty minutes, when one of his two doctors said something surprisingly funny during the conversation we were having with him, a conversation in which we were probing to find something that could help him live through his remaining days with some satisfactory measure of release from boredom and emptiness.
During our summing-up after we had left the young man's room, one of his doctors remembered one striking thing that had ha ppened a week or so earlier. She had visited the young man one afternoon just to chat, and the chat lasted a long time, a chat about this, that, and everything. She told us how he thanked her for that chat, thanked her not once, but many, many times.
Closed and isolated systems run down, the law of entropy takes over, and the final equilibrium of death comes to reign. We are all like that and we need, at times desperately need, the presence, interest, warmth, and energy of other human beings if we are ever successfully to bar the law of entropy from dominating our spirits, even if it will inevitably rule over our biology and our bodies. So for the long time of the chat, the young man with AIDS wasn't alone and closed off, but connected via the everyday words of a simple conversation to another interested and interesting human being.
For all of us, our time is a precious, limited, and even rationed resource. So also that young doctor's time on a winter's afternoon. She was aware of the time given, as would be any doctor with lines of patients to see and stacks of charts to fill, but she was not particularly aware that afternoon of any great loss or sapping of her energy. It was not as though the conversation had drained her. Yet he, the young man, thanked her over and over again. No obsessive thanks, this; rather the lucid profusion of gratitude that wells up in the heart upon receipt of a gracious and unexpected gift. A generous portion of her limited professional time and a small bit of herself, of her life, given to him when there was so little spirit left in him at all, acted in him like the grandmother's handful of sugar on the cooling coals. The dying coals in his hearth blazed with some color,light, and warmth, even if just for a moment. For just that moment there was a flickering flame in his hearth, not just the flaking grey of lifeless ash.
Some such moments are enough to bind together a dying person's time, to counter the disin-tegration of the spirit, to block death from so filling the space of one's person that continuing the life of body and brain is a torture. These are the moments, if I may once again cite C. Milosz's poem, when "there is no death, and time does not unreel like a skein of yarn thrown into an abyss" (2) .
We live in times today quite unlike those of Anne and her grandmother during the Second World War, but they are becoming tough times all the same. We are all becoming rather more determined, if not downright grim, about cutting deficits, balancing budgets, and reducing the costs of our health care systems. Too many doctors means too many billings, and thus there is a concerted interprovincial effort in Canada to reduce enrollments into medical schools and to ensure that we do not enter the next century with a costly surplus of doctors. This is not yet the place to discuss, let alone to chastise or criticize this policy. But it is the occasion to wonder whether we are not moving into times tough enough to force doctors to ration their time and limit their employment to the essential tasks of medicine. Will the deviation of a precious resource from its strictly intended purpose, will the diversion of a doctor's time from essential medical acts to the human acts of extended presence to patients and of conversation with them, now come to be seen as a profligate wastage of a precious and limited resource? Anne's grandmother tossed a whole handful of sugar, her precious limited resource, onto dying coals to obtain a moment of light and delight for herself and her granddaughter. But it was her resource to use as she wanted. To whom does a doctor's limited professional time belong? To all of her patients? And will these not increase in number as the number of doctors diminishes over the coming years?
In these same tough times of ours, many of those who spend their lives and skills in caring for the dying are proclaiming the need for palliative care for all. If palliative care means the skillful management of multiple kinds of symptoms and pain, it also means the infusion of time and personal presence to give to the dying one or two, or who knows how many, of those moments when there is no death and time does not unreel like a skein of yarn thrown into an abyss. So if palliative care is all of that, is "palliative care for all" not a utopian sentiment in our tough times ofbudgetary constraints? Well, perhaps not, because palliative care doesn't depend on doctors alone. However, if the time of doctors is increasingly rationed and tied to the essential acts of medicine, will a doctor still be justified in taking the time on a long winter's afternoon just to be with a dying patient, just to give something of her spirit to a patient who has so little spirit left in him at all? Are we heading towards times when doctors will no longer be able to toss a handful of sugar onto the fire?
